Key points {#afz010s5}
==========

People with dementia living in the community are at risk of falls, the consequences of which may include physical injury, loss of conditioning, and fear of further falls.Current care pathways for people with dementia who fall are often fragmented and unclear.Organising services in ways that compensate for the symptoms of dementia and cognitive impairment may facilitate recovery.

Introduction {#afz010s6}
============

More than a third of people living in the community over the age of 65 fall each year, rising to half of those over 80 \[[@afz010C1]\]. In addition to physical consequences of falls, fallers may also experience 'fear of falling' which can result in loss of conditioning and increased risk of future falls \[[@afz010C2]\]. Treating falls in older people has an additional economic burden \[[@afz010C3]\]. These consequences have led to an international emphasis on reducing and preventing falls \[[@afz010C4]\].

For older people with dementia, the risk of falls is more than double that of cognitively intact older people \[[@afz010C5]\] and between 60% and 80% of people with dementia will have at least one fall in a 12-month period \[[@afz010C6], [@afz010C7]\]. Evidence shows people with dementia are less likely to recover well after a fall and more likely to require increased care than other older adults \[[@afz010C8]\]. Preventing falls and maximising recovery after a fall is therefore crucial to achieve the overarching goal of the National Dementia Strategy for England of 'living well with dementia' \[[@afz010C9]\].

Evidence on how best to prevent and manage falls in people with dementia is limited and difficult to synthesise; reviews have been unable to draw definitive conclusions or to make clear recommendations for clinical practice \[[@afz010C10]--[@afz010C12]\]. New UK dementia guidelines recommend that falls services address the specific needs of people with dementia \[[@afz010C13]\]. It is, however, unclear how this can be achieved in practice. There is therefore a need to research the most appropriate methods of caring for people with dementia following a fall.

To inform the content and delivery of a new intervention, we critically examined the range of services currently available, and elicited stakeholder views on existing services and suggestions for improvements. The data reported in this paper are drawn from the same cohort as a previously published report \[[@afz010C14]\], which focused specifically on staff training needs and the impact of individual staff skill on the outcomes for people with dementia. In contrast, the current paper explores structural barriers and facilitators to successful care for people with dementia following a fall.

Methods {#afz010s7}
=======

We used interviews and focus groups to explore the views and experiences of people with dementia who had experienced a fall, family carers and health and social care professionals. We supplemented these data with direct observation of care to provide insight into how falls injuries in people with dementia are currently managed. Details of the methods used have been reported in full elsewhere \[[@afz010C14]\].

For the initial interviews and focus groups with professionals, ethical review was provided by Newcastle University and any necessary permissions obtained from research and development departments of participating Trusts. Approval for observation and interviews with patients and carers was given by Newcastle and North Tyneside 1 Ethics Committee (reference 15/NE/0397); Newcastle and North Tyneside 2 Ethics Committee (reference 16/NE/0011); and the Health Research Authority. Additional approvals were received from participating Trusts and Social Services Departments as required. For non-statutory agencies, approval was sought from senior managers.

Results {#afz010s8}
=======

Participants {#afz010s9}
------------

We interviewed 53 health and social care professionals, 8 patients and 9 carers. A further 28 professionals took part in five focus groups. We observed 20 professionals delivering care or instruction to 85 patients/clients in a range of settings, including hospitals and patients' homes.

Findings {#afz010s10}
--------

Although we identified a range of services used by people with dementia with fall-related injuries, a number of shortcomings limited their utility. These included the lack of: clear pathways for people with dementia with fall-related injuriesinformation sharing and poor communication between servicescontinuity of care and ongoing interventions.

Each of these is discussed below.

### No clear pathway for people with dementia with fall-related injuries {#afz010s11}

No specific services for people with dementia were identified at any site. Moreover, people with dementia were sometimes excluded from services that were offered to other older people, particularly if their falls were attributed to dementia: "I think if it's purely that, it's their behaviour because of the dementia, \[causing the falls\] then in some respects, they won't necessarily benefit from the falls clinic, because they don't need all the other investigations.""**(Interview, Prof 53, physiotherapist, outpatient falls service)**"

We identified 21 distinct service 'types' to which people with dementia with a fall-related injury could be referred. Figure [1](#afz010F1){ref-type="fig"} shows a composite set of these services (as not all service types were available in all sites). The horizontal position of services indicates the point in the falls trajectory at which they are typically involved (hyper acute, acute, post-acute or long term) and the focus of the intervention provided (either injury management or rehabilitation and prevention of future falls). The colour(s) indicate the typical service provider(s) and a yellow halo indicates that a service is home-based. While the pathway might appear linear, it is possible for many of these services to be accessed in parallel and people with recurrent falls may have multiple iterations of different service configurations. It is therefore difficult to identify a 'typical' patient pathway.

![Overview of services potentially available to people with dementia with fall-related injuries](afz010f01){#afz010F1}

Few professionals were aware of the full range of services available. Paramedics found it particularly difficult to keep up with the complexity and turnover of services across NHS Trust boundaries; they suggested a single point of contact system similar to that used for stroke. Mapping or developing pathways in each locality would enable existing resources to be used appropriately. Ensuring that information, particularly inclusion/exclusion criteria, remained up to date was stressed; possible strategies were to appoint a 'link person' or produce an app.

### Information sharing and communication between services {#afz010s12}

At an organisational level, responsibility for falls and dementia was typically allocated to different individuals. Where there was a combined falls and dementia lead, staff were usefully able to seek advice or request joint working when dealing with challenging situations. Lack of joint working could create problems, particularly if conflicting interventions were suggested: "\[Home carers\] changed some of the equipment over because they thought it wasn't suitable, even though the hospital had provided what they thought was right. \[...\] Although that \[hoist\] is very useful, the stand assist they brought originally meant Dad had to work at it, which exercised his arm muscles and his leg muscles and that's what I would have preferred.""**(Interview, Patient 8 and Carer 8)**"

Joint information systems remained underdeveloped, with many services unable to access even basic information from others, including dementia diagnoses. Multidisciplinary team meetings offered one solution.

### Continuity of care and on-going interventions {#afz010s13}

Continuity of care was valued by all participants. However, existing services were often limited by time or funding, which created discontinuity. Many professionals argued that people with dementia needed a longer intervention than other older people. Flexibility in duration of support, with session length and frequency tailored to the individual, was stressed, including time to get to know the person: "I think the time aspect is the main thing, because sometimes you've just got to figure out, for that patient, what's going to work. And sometimes that can take a few sessions really, before you actually get into the actual rehab bit.""**(Focus group,Prof 80**, **clinical lead physiotherapist, community mental health team and specialist dementia unit)**"

On-going follow-up was seen as important to sustain functional improvements and ensure that existing equipment was still appropriate to the changing needs of people with dementia. Opportunities for review and maintenance activities were currently limited; patients were typically discharged to primary care where they would not necessarily be regularly reviewed.

Discussion {#afz010s14}
==========

Our data suggest that care pathways for people with dementia who fall are often fragmented and unclear. There is evidence, though not specific to dementia and falls, to suggest that formalised care pathways may provide advantages such as reduced time between diagnosis and treatment, greater consistency of care, reduced costs, and improved patient outcomes \[[@afz010C15]--[@afz010C18]\]. A coherent pathway for people with dementia after a fall may therefore be beneficial, particularly if there is a focus on collaborative working across the boundaries of health, social care and third-sector provision. However, the integration of health and social care services in the UK remains challenging despite numerous initiatives to improve information sharing and communication between services \[[@afz010C19]\]. Barriers to implementation may occur at the staff, organisational or financial level and may include lack of knowledge, negative attitudes towards guidelines or pathways, lack of training in the use of pathways and increased costs \[[@afz010C20]\]. Despite evidence that continuity is highly valued by people with dementia and carers \[[@afz010C21]\], existing services tend to be time-limited interventions which can create discontinuity of care; \[[@afz010C22], [@afz010C23]\] more evidence is needed to clarify the optimal duration of interventions and the extent to which this should be tailored to individual people with dementia. There is evidence to support a 'patient-centred' approach to rehabilitation of people with dementia following hip fracture \[[@afz010C24]\]. Further research is needed to determine its applicability to the broader question of care for people with dementia with fall-related injuries.

Recommendations for practice {#afz010s15}
----------------------------

Based on this work, we recommend: developing local and/or national falls pathways specifically for people with dementia which include services provided by health care, social care and the third-sectorincreasing the flexibility of the structure and content of existing reablement and rehabilitation services to better meet the needs of people with dementia.

The findings of this qualitative work were used to inform the development of a new intervention for people with dementia following a fall \[[@afz010C25]\].
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